To understand the perspectives of both patients and the person who would make medical decisions for them if they were unable (surrogates) on their participation in advance care planning (ACP). DESIGN: Qualitative cross-sectional study. SETTING: Community. PARTICIPANTS: Thirty-one veterans age 55 years and older and their surrogates. MEASUREMENTS: In interviews conducted with both the veteran and surrogate, they were asked to discuss their participation in four ACP activities: communication about life-sustaining treatment, communication about views on quality of life, completion of a living will, and appointment of a healthcare proxy. They were asked about barriers to and facilitators of ACP engagement. When they did not agree about engagement, they each provided their perspective on what they believed had or had not occurred. RESULTS: Many of the same barriers to and facilitators of engagement were discussed by both patients and surrogates. These included difficulty thinking about dying, differences in values, and experiences with others that demonstrated the ability of ACP to decrease burden or avoid conflict. Reasons for disagreements in perceptions about whether communication had occurred included surrogates' need for more detailed information, surrogates' lack of readiness to hear what the patient was saying, and surrogates' reliance on what they know about the patient. For some dyads, participation in the study prompted additional communication, resulting in a better shared understanding of ACP engagement. CONCLUSION: Surrogates can both impede and facilitate engagement in ACP, and they can hold different perceptions from patients regarding this engagement. Efforts to promote ACP may be most successful if they assess and address both patients' and surrogates' attitudes and help to facilitate clear communication between them. J Am Geriatr Soc 65:172-178, 2017.
A dvance care planning (ACP) is the process by which patients can prepare for how medical decisions will be made in the future at a time of decisional incapacity. ACP, originally conceived as an activity conducted by individuals, in which the patient documented wishes for future care, is becoming increasingly recognized as a dyadic activity based on clear communication. [1] [2] [3] One dyad is that of the patient-clinician, with end-of-life discussions within the dyad associated with improved patient and caregiver outcomes, 4 and a second is that of the patient and surrogate. Surrogate decision-makers are frequently called upon to make treatment decisions at the end of life, which can be highly stressful 5, 6 and result in adverse psychological outcomes. 7 Even prior to the end-of-life, surrogates' desire for greater communication with patients who have advanced illness is associated with increased caregiver burden. 8 Surrogates' knowledge of patients' preferences and goals can decrease the stress of surrogate decisionmaking; 5, 6, 9 however, a systematic review concluded that surrogates are frequently unaware of these preferences. 10 Participation of patients and their surrogates in ACP has been shown to improve this knowledge. [11] [12] [13] While the barriers and facilitators to individuals' engagement in ACP have been characterized, [14] [15] [16] much less is known about how patient-surrogate dyads engage in ACP. One prior study demonstrated that, in addition to dyads who agreed that they had not participated in ACP, a sizable proportion of dyads disagreed about their participation. 17 Such disagreement suggests that dyadic engagement in ACP is a complicated process, with barriers not only to ACP engagement but also to achieving a shared understanding of whether ACP has been completed.
The purpose of this study was to understand participation in ACP as a dyadic process. Using qualitative methods to allow concepts to arise from the data, the study engaged dyads in open-ended interviews. These interviews explored the perspectives of both patients and their surrogates on why they had or had not participated in ACP and, when there was disagreement about participation, the reasons for this disagreement.
METHODS

Participants
Participants were selected from a larger cohort assembled for a quantitative study examining the relationship between participation in ACP and understanding of patients' treatment goals. Potential participants in the larger study were randomly selected from a list of community-living veterans age 55 years and older receiving primary care within the VA Connecticut Healthcare System with an appointment in the prior 12 months. The list was stratified by gender and ethnicity, which permitted oversampling of women and minorities. Veterans with no exclusion criteria according to chart review for whom permission was granted by their physician for further contact received an opt-out letter and then a telephone call for further screening. Exclusion criteria included (1) primary language other than English; (2) absence of a potential surrogate; (3) cognitive impairment; (4) active symptoms of mental illness; (5) recent or current severe illness; (6) severely hard of hearing; (7) no telephone and/or address. The veterans provided contact information for the person they identified as the individual they would want to be their healthcare surrogate decision-maker.
Of 1,712 veterans meeting eligibility criteria, 601 were ineligible by chart review and 26 had physicians who declined to give permission. Of the remaining 1085, 123 were unreachable, and 481 refused the telephone screen. The 442 completed telephone screens revealed an additional 83 ineligible veterans. Of the 359 eligible veterans, 6 surrogates refused to do the interview and 3 veterans became acutely ill, leaving 350 veterans and their surrogates each completing a separate closed-ended interview assessing their participation in four ACP activities: two communication activities (communication with loved one regarding the use of life-sustaining treatment, communication with loved one regarding valuation of quantity vs quality of life) and two procedural activities (formal appointment of a healthcare surrogate decision-maker, and completion of a living will). The veteran was asked about participation on his/her own behalf and the surrogate about participation on behalf of the veteran. Participants were asked about the acceptability of different health states resulting from treatment of serious illness. Veterans asked about whether they believed the states were acceptable and surrogates asked what they believed the veteran would say. Participants were also asked about sociodemographic and health status.
From this larger cohort, dyads for the current study were identified using purposive sampling to participate in a second interview (described below). Dyads were selected according to gender, ethnicity, and relationship between veteran and surrogate, such that there were at least 5 dyads representing each category within those characteristics. Dyads were also selected so that there were at least 10 who disagreed about engagement in each ACP activity. The study was approved by the Human Subject Subcommittee of VA Connecticut Healthcare System and the Human Subjects Committee of the Yale School of Medicine.
Data Collection
Veterans and their surrogates underwent a dyadic telephone interview conducted with a discussion guide. The veteran, surrogate, and interviewer were all on the same telephone line, so that they could hear the questions and responses of the others. The interview occurred within 1 week of the closed-ended interviews. For each ACP activity, the interviewer began with a review of the participants' responses to the closed-ended questions of whether they had engaged in the activity. They were asked whether they still agreed with these responses. Participants who changed their minds were asked what led to the change. The next set of questions was determined by the agreement or disagreement between the members of the dyad regarding engagement in each ACP activity. Participants who agreed they had engaged or agreed they had not engaged were asked about barriers and facilitators to engagement. Participants who disagreed about whether they had engaged were each asked to describe their perception of whether they had engaged, and the other was asked to respond. Interviews were audiotaped and transcribed by an experienced medical transcriptionist.
Data Analysis
Using the constant comparative method and grounded theory, analysis occurred simultaneously with data collection, which allowed the discussion guide to be modified in order to explore concepts arising in earlier interviews in greater depth. Participants were enrolled until theoretical saturation was reached. Transcripts were independently coded into small segments by two of the investigators (TRF and MZ), who jointly created a coding structure and met regularly to compare coding and resolve discrepancies. Once the investigators reached >80% agreement on application of the structure, a single investigator (MZ) coded the remaining interviews, with the two investigators meeting to discuss any new codes as they arose. The investigators then compared codes within and across interviews to identify the larger themes that emerged.
RESULTS
A total of 31 veteran-surrogate dyads participated in the open-ended interview. Approximately one-third of veterans were age 55-59 and one-third were age 70 or older. Whereas one-third of veterans were women, three-quarters of surrogates were women, and approximately one-quarter of both were nonwhite. The majority (52%) of surrogates was spouses or partners; an additional 29% were children, and the remaining had a variety of other relationships to the veteran. Additional sociodemographic and health characteristics are presented in Table 1 . Disagreement about whether engagement in ACP ranged from 33% for communication about quality of life to 48% for appointment of a healthcare surrogate (Table 1) . Table 2 provides a description of the barriers and facilitators to engagement in ACP along with representative quotations. One of the barriers, believing that ACP was not relevant, was brought up only by a veteran, and another barrier, having a difference in values, was brought up only by a surrogate. All of the other barriers and facilitators were discussed by both veteran and surrogate. Some directly involved the interaction of both, such as difficulty in coordinating schedules. Others reflected mutual interests of veterans and surrogates in ACP, such as the veteran believing that ACP would help ensure that his/her wishes were followed and surrogate believing that ACP would help him/her honor the veteran's wishes. The most frequently discussed facilitator of ACP was direct experience with others, either by the veteran or by the surrogate. These experiences provided illustrations of the benefits of ACP. For example, having been the potential surrogate for her mother led a veteran to engage in ACP to spare placing burden on her children: "I could see she was not going to be here too long and we would have to say shut the machines off. I didn't want to have to do that. She made a decision for us. I was glad I didn't have to make that decision. I have two children and I don't want them to have to make that decision should something happen to me."
Barriers to and Facilitators of ACP Engagement
Notably, veterans and their surrogates sometimes made assumptions about barriers held by the other that were not in fact present. For example, one surrogate expressed concern that engaging in ACP was too upsetting for her husband: "Thinking about a living will causes him to be a little bit down every day; I think that word is a little bit depressed." Her husband recognized that this concern resulted in his wife's avoidance of discussion of endof-life issues: "She doesn't like to discuss those sorts of things because she's afraid that I will get depressed about it." However, when asked to reflect on what he himself thought about engaging in ACP, he responded, "With a living will, once it's completed, I really won't think any more about it, so it's not really an issue to put me into a depression. With the things that have happened in my family in recent years, I feel like it's a good thing to know ahead of time what needs to be done. Once the paperwork is done, I don't think that it will be an issue for me after that." Table 3 presents the reasons for disagreement about engagement in ACP. Despite excluding participants with cognitive impairment, both veterans and surrogates sometimes failed to remember engaging in both the procedural and communication ACP activities. In other instances, they had misinformation about procedural aspects. Disagreement about whether communication had occurred also resulted from how discussions were interpreted by each individual in the dyad. When veterans described the conversations they thought had occurred, but surrogates did not agree, the surrogates most frequently reported that the communication was inadequate because it lacked sufficient detail regarding veterans' preferences and values. In one dyad, the surrogate acknowledged he had not heard what the veteran had said because he was not ready to engage in a conversation about end-of-life issues. When surrogates described the conversations they believed had occurred but the veteran did not agree, most often the surrogates acknowledged that the conversations were general, but they felt they nonetheless knew the veteran well enough to be sure of their preferences and values. In several instances, the interview revealed that this was the case. However, for one dyad, the surrogate was surprised that 
Disagreement About Engagement in ACP
Engagement in ACP as a Result of Study Participation
In some instances, participants changed their reports of whether they had engaged in ACP as compared to the responses they gave in the closed-ended interviews. This resulted from further conversation between veterans and surrogates between the two interviews. Participants described being prompted by the study to take action. One veteran reported, "I never really thought about [talking to my surrogate] until you guys contacted me about it." Both veterans and surrogates specifically mentioned the questions they had been asked about the acceptability of different health states prompting communication. One surrogate described talking to the veteran because, "my answers did not agree with hers on some of the things that were mentioned in the questionnaire. . .. I think we went into it with more detail this time. Whereas before, I kind of had an overview but I did not know specifically what she wanted."
DISCUSSION
Optimal ACP requires engagement of not only patients but also the individual they identify as their surrogate 
Barriers
Coordinating schedules
It is a logistic problem because of the number of hours that she (surrogate) works. I am usually asleep most nights by the time she gets back home.
Difference in values
He (veteran) can say his opinion, but my opinion about that is that being alive is a good quality of life. I don't put the quality of life at different levels.
Difficult to think about dying
It's just a subject that we are both uncomfortable thinking about. I am 70 so I never think about it because I plan on living a long, long time.
She (veteran) mentioning it just got me all choked up to know that someday she will be gone. You don't want to have to deal with these things and you kind of just want to stick your head in the sand and think everything will just work itself out.
Not relevant
My health does not indicate that I am going to have any problems any time soon. Inertia I have been procrastinating about it. It is just procrastination. Facilitators Avoiding family conflict Just in case I could not speak for myself, it would eliminate any arguments that might arise.
Other family members might want something different.
Avoiding unwanted health states
There are conditions that I wound not want to live in. Say if my life turned to be in such a dependent vegetative state, I would not want to survive that.
My husband (veteran) always said, "No, I don't want to be revived if I can't get better ever again," and I said, "Neither would I," and that is how it started. Having wishes followed I want to make sure that my wishes are allowed through with when I am unable to do it myself.
Should the situation arise, I would certainly be aware of what she (veteran) wanted done and how she wanted to be taken care of. Removing burden of both decision-making and caregiving from loved ones I have a sister who has different religious beliefs than me and I would not want her to be put through the stress of thinking that I had not made my wishes clear. I am not going to be a burden and have someone watch me wither away.
I think we both need to be thinking about it because we only have one child. So, God forbid should anything happen to either one of us. I would not want to leave that burden for her.
Recognition of aging and declining health
[I discussed life support because of] my age and my health. I am a diabetic. I have heart problems. I have a pacemaker and they told me my heart really relies on the pacemaker, so if that should shut down, then that's it.
When I found out that my husband (veteran) had a touch of COPD, . . . that is when I talked to him about what would his decisions be if he could not breathe anymore.
Experience with others
Having gone through the death of my mother and father . . . 13 years ago and seeing how my siblings responded differently than I did. I learned from experience just how difficult the decision-making process could be.
Most recently my parents passed away in the last five years and they were both pretty sick and I know it came up as part of a conversation when we talked about them.
In preparation for a procedure I did not know what was going to be the outcome, so I just wanted to be prepared in case something went wrong.
She (veteran) was going in for surgery and she made it very clear what her wishes were if something happened.
Professional guidance I talked with my primary physician. . . and she directed me toward the person that I needed to contact, which I did by phone, . . . and she walked me through the whole process.
The social worker came in and talked about it.
Strength of relationships
I know that she cares enough about me the same way that I care about her and that made it a lot easier.
We have always had a very open relationship and I have always been able to talk to my mom (veteran) and not get overly stimulated by my own feelings.
decision-maker. This study examined advance care planning as a dyadic activity by conducting joint interviews with both veterans and their surrogates. These interviews explored the barriers, facilitators, and reasons for disagreement about ACP engagement from the perspectives of each member of the dyad. The findings of the study illustrate the importance of the surrogate in the process of ACP. While several of the barriers and facilitators were specific to the patient, many others either directly involved interactions between patient and surrogate or highlighted the ways in which the surrogate can influence ACP engagement. When disagreement about engagement in the procedural aspects of ACP occurred, there were both circumstances in which the patient had the correct information and circumstances in which the surrogate had the correct information. Reasons for disagreements in perceptions about whether communication had occurred included surrogates' need for more detailed information, surrogates' lack of readiness to hear what the patient was saying, and surrogates' reliance on what they know about the patient. Dyads participated in separate closed-ended interviews about ACP prior to the open-ended interview, and, for some, this was a prompt to have further ACP discussions. The findings of this study both confirm and expand our understanding of the factors that encourage and dissuade patients from engaging in ACP. Prior studies have also found that difficulty thinking about death and dying and believing that ACP is irrelevant are barriers to ACP for patients and that the desire to reduce burden on loved ones, have one's wishes followed and avoid unwanted health states are patient facilitators. 14, 15, 18 The current study demonstrates that surrogates express similar barriers to and facilitators of engagement in ACP on behalf of the patient. Prior studies have also described concerns from the patient's perspective on the ability to communicate with their loved ones as a barrier to ACP engagement. 14, 15 In the current study, both patients and surrogates expressed concern that the other may not be ready and could even be harmed by engaging in ACP. However, by interviewing pairs of patients and surrogates, the study illustrated that these concerns were sometimes misconceived. The current study also demonstrated that, rather than serving as a catalyst for communication, the patient and surrogate having different values served as an additional barrier. These findings have implications for how clinicians can best help patients and surrogates to complete the different components of ACP, highlighting the need to understand the perspectives of each half of the dyad regarding both his/her own and the other's readiness for engagement. They suggest that efforts to enhance engagement in ACP may be most effective if they assess and address individual barriers for both patients and surrogates as well as relationship barriers. Conversely, surrogates who perceive the benefits of ACP engagement may be enlisted to serve as advocates to encourage the patient. The finding that study participation prompted ACP engagement for some dyads suggests that, for patients and surrogates who are sufficiently prepared, simply involving the surrogate in the assessment of ACP engagement can serve as an intervention. The evidence of the importance of personal experiences with end-of-life decision-making as a motivator for engagement in ACP continues to grow, 19, 20 supporting a strategy of using discussion about these experiences as a starting point for those who have not yet engaged. The current study shows that these experiences can be not only ones had by the patient but also those of the surrogate.
The reasons for disagreement about ACP engagement included factual errors made by both patients and surrogates, resulting from problems with memory, incorrect assumptions, and failure to inform the other. For the components of ACP related to communication, disagreement also arose from differences in interpretation. Surrogates believed that communication had occurred when the patient did not because of what they felt they knew of the patient's values. They believed that communication had not occurred when the patient thought it had because of not being ready to hear what the patient had said and because of what they felt they did not know. The latter surrogates spoke of the need to understand how the patient valued the diminished states of health that could result either from illness or its treatment. For some dyads, having been asked specific questions about these health states in the closed-ended survey preceding the openended interview prompted additional communication. A number of observational studies have shown that having this information helps surrogates with the burden of decision-making, 5, 9, 21 and an intervention to promote communication between patients and surrogates has been shown to improve surrogate outcomes. 11 The current study further emphasizes that, even for patients who report engagement in the communication aspects of ACP, the quality of this communication may not be sufficient to meet the needs of their surrogates. Clinicians who are engaging their patients in ACP may want to provide them with both specific questions they can use for discussion with their surrogates and strong encouragement to have the conversation.
Because the study examined veterans who had someone available to be a healthcare surrogate, its findings do not help to inform the challenges of ACP for individuals who do not have a potential surrogate. While sampling for this study was purposive in order to try to capture a diverse range of experiences, the participation rate in the parent study was modest, suggesting that the dyads in the current study may have been drawn from a population with limited generalizability. As a qualitative study, no conclusions can be made about the frequency of the phenomena presented. Additional quantitative research could both establish the frequency of the barriers and facilitators to ACP engagement elucidated in this study and the strength of association between these factors and actual completion of ACP.
This study of veterans and their surrogates demonstrates the necessity of assessing engagement in ACP as a dyadic activity. Surrogates can both help and hinder efforts to promote ACP. When perspectives on ACP engagement are not shared, this can be evidence of misunderstanding, mismatched readiness to communicate, or a process of engagement that has failed to meet the needs of both members of the dyad.
